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Issues in the Recruitment and 
Retention of Aboriginal Health 
Research Participants in Canada
Victoria Nadalin, Marion Maar, Fred Ashbury,  
and John McLaughlin 
Introduction 
Historically, health research within Aboriginal1 communities was conducted by 
outsiders who, without appropriate oversight and understanding of the cultural 
differences, sometimes engaged in exploitive and even unethical behaviour. Over 
time, these practices considerably strained relations between researchers and 
Aboriginal peoples (First Nations Centre 2007). Historical examples of inappro-
priate behaviour by previous researchers are well-documented and include: indi-
viduals being pressured to participate in studies, the absence of informed consent, 
the collection and use of genetic material for inappropriate purposes, a general 
disregard of cultural norms and sensitivities, and the collection of information 
about traditional remedies for profit (Schnarch 2004). This situation was further 
exacerbated by studies with a purpose or implication inconsistent with the world 
view of Aboriginal peoples, the reporting of some harmful and misleading results, 
the conduct of studies with little or no positive impact, studies developed and 
conducted completely without community input, results that were not communi-
cated to the participating community, and a suspicion that results could be used in 
ways that participants would not approve of (e.g., by the government for resource 
allocation). Further, research fatigue has been reported among Aboriginal peoples; 
in fact, some Aboriginal representatives have stated that their communities have 
been “researched to death” (Women’s Health Centre of Excellence 2005; Maar, 
Sutherland, and McGregor 2004). In light of these issues, it is not surprising that 
researchers frequently face skepticism and barriers when they attempt to study 
Aboriginal communities. 
Despite strained relations between researchers and Aboriginal communi-
ties, there is a need for health research and interventions specific to Aborigi-
nal peoples, for information that can be used to measure changes (positive and 
negative) in the health status of Aboriginal peoples and communities, and for 
information that will lead to a greater understanding of the underlying framework 
that perpetuates health inequality. Research that is specific to Aboriginal peoples 
is also needed because there are a number of important differences between these 
peoples and the general Canadian population. Policy-makers cannot assume that 
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the health status and needs of Aboriginal peoples is the same as that of the rest 
of the population. Among Aboriginal peoples, some chronic disease risk factors 
such as hypertension, cigarette smoking, and obesity are more common than in 
the wider population (Marret, Jones, and Wishart 2004); the pattern of various 
types of cancers is different (Marret, Jones, and Wishart 2004; Chen 2009); the 
rate of diabetes is three to five times higher (Health Canada, Diseases and Health 
Conditions 2006); the age-standardized prevalence of arthritis is 27%, compared 
to 16% in the non-Aboriginal population (Health Canada 2003); there is a higher 
frequency of cardiovascular disease and a higher burden of atherosclerosis 
(compared to Canadians of European descent), and the rate of heart disease is 
about one-and-one-half times that of the general Canadian population (Health 
Canada, Diseases and Health Conditions 2006). There is a need for ongoing 
research that will address these differences, and lead to a greater understanding 
of the circumstances that lead to poor health in these communities (Maar, Suther-
land, and McGregor 2004).
Historically, research recognized by modern standards to be unethical occurred 
in many contexts, in both Aboriginal and non-Aboriginal settings (Sade 2003). 
Research ethics guidelines and the boards that enforce them emerged to protect 
all research participants. While clearly important, general research guidelines 
represent what the scientific community and broader society consider ethical; 
i.e., they were developed without the input or partnership of Aboriginal peoples 
(Schnarch 2004). Special efforts are needed in the conduct of research with 
Aboriginal peoples, who have logically developed distrust for researchers, have 
unique perspectives, and have an interest in ensuring accurate research regarding 
their heritage, community, and customs (Schnarch 2004). In recent years, improve-
ments have been made in Canada, where ethical guidelines have been developed 
with special involvement of and attention paid to the special needs and interests 
of Aboriginal peoples.
A growing body of literature has emerged that suggests how research should 
be conducted with Aboriginal communities. New approaches have been described 
in peer-reviewed journals, e.g., the work of Maar et al. (Maar, Sutherland, and 
McGregor 2004) and Castellano (Castellano 2004), in the research guidelines of 
the Canadian Institutes of Health Research (CIHR), and in documents produced 
by representatives of Aboriginal peoples, e.g., the First Nations “Ethics Tool Kit” 
(National Aboriginal Health Organization 2003) Collectively, these documents 
present a general approach, elements of which include: 
 • Community consultation, participation and involvement. Some 
documents recommend community consent as a requirement, 
suspending the research if the community finds it to be 
unacceptable
 • The usual ethical requirements for research (e.g., confidentiality, 
informed consent, monitoring and reporting of risks and benefits), 
in addition to others, specific to the context
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 • The explanation of all aspects of the research to the community or 
participants (e.g., purpose, methodology, sponsorship, risks and 
benefits, reporting plans, time frame, community involvement), on 
an ongoing basis, allowing communities to ask questions
 • The explanation of research results to participants/communities 
and assisting them in developing strategies for their use
 • The incorporation of traditional and local knowledge, with 
communities retaining their rights to this information
 • An understanding and respect on the part of researchers of the 
privacy, protocols, dignity, and rights of Indigenous people, and the 
involvement of Aboriginal culture and validation methods
 • Research that benefits both the community and the researchers, 
and supports the education and training of Aboriginal people and 
communities, while reducing or eliminating the risk of harm 
 • Requiring that researchers learn the Aboriginal world view and 
apply relevant Aboriginal cultural protocols, ensuring ongoing 
communication, and, if possible, translating relevant materials
 • The understanding that Aboriginal peoples have the right to control 
and determine their interests in the use, collection, storage, and 
possible future use of the data, with biological samples considered 
“on loan” to researchers
 • Statement of the intellectual property rights of all parties in the 
research agreement
 • The option of participatory research, where participants have the 
opportunity to take part in the interpretation of results, and review 
the conclusions to ensure accuracy and cultural sensitivity
(Schnarch 2004; Maar, Sutherland, and McGregor 2004; Canadian Institutes   
 of Health Research 2007)
While it is promising that such guidelines have been developed, their documen-
tation does not indicate their use. The present review provides a brief overview 
of current (past five years) peer-reviewed health research studies of Aboriginal 
peoples in Canada, describes the extent to which the principles outlined above are 
incorporated into these studies, and discusses some lessons learned from these, 
and considerations for future projects.2 
Materials and Methods 
Recent English-language health research studies of Aboriginal peoples in Canada 
were surveyed using PubMed. Papers under consideration were those published 
between January 2004 and June 2008, included abstracts, and collected primary 
participant data. Although an important health issue, in order to minimize the 
number of articles included, those which focused exclusively on mental health 
were excluded.
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Search terms used were risk factors, recruitment, chronic disease, Native, Inuit, 
Aboriginal, Métis, health, and epidemiology. Because the literature recommend-
ing research methods generally assumes rural, remote, or on-reserve residency, 
only studies that focused on these populations were considered (Caron 2005).  
Non-relevant citations were removed, such as those that did not focus on rural, 
remote, or reserve populations, those that did not recruit participants, and those 
that did not focus specifically on Aboriginal populations (i.e., we excluded those 
that included Aboriginal peoples among a number of ethnic groups). 
Next, we excluded those that did not describe the method used in the current 
publication, that is, we removed those that referred to an earlier paper (out of the 
years selected) for an explanation of the method.
The research methods of the selected citations were then examined for their 
overall attempts to incorporate design elements of the type outlined above, and 
the qualities of the study. Because the studies under consideration varied consid-
erably in terminology, methodology, selected community (or communities), and 
sample size, quantifying the methods used was not logical or possible. Instead, 
these studies were examined for general trends in the use of appropriate methods. 
In order to have a sense of when research methods appropriate to Aboriginal 
populations were applied, we also considered the size of the study population, the 
initiator of the research (i.e., investigator or community initiated), where the study 
took place, and any lessons learned.
Results and Discussion 
Many studies were published on the health of Canadian Aboriginal peoples in the 
years selected. Before applying the selection criteria, the search terms yielded 
over two hundred articles. Using the criteria outlined above, fifty-three citations 
were selected for review. 
Many of these citations dealt with single communities. Examples of these are 
cited here: Kaler et al. 2006; Bisset et al. 2004; Egeland et al. 2008; Bird et al. 
2008; Daniel et al. 2004; Cook 2005; Skinner, Hanning, and Tsuji 2006; Sin et 
al. 2004; Pollex et al. 2006; Barton, Anderson, and Thommasen 2005; Reading 
et al. 2005; Macnab et al. 2008; Macnab et al. 2005; Thommasen et al. 2006; 
Thommasen and Zhang 2006; Thommasen et al. 2005; Charbonneau-Roberts, 
Young, and Egeland 2007. While many of the studies dealt with small groups, 
three of these studies were very small, with samples of fifteen people or less (Bird 
et al. 2008; Barton, Anderson, and Thommasen 2005; Crosato, Ward-Griffin, and 
Liepert 2007). 
The citations that were examined all demonstrated currently accepted practices 
in their research methods, and most showed some awareness that special effort is 
needed for work with Aboriginal peoples. There were examples of authors who did 
not report a culturally based methodology who still demonstrated some awareness 
that research with Aboriginal communities requires respect for Aboriginal values, 
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Table 10.1: Study Characteristics and Relevant Study Examples
Methodological steps Examples of studies
Steps taken to describe 
community input
Bird et al. 2008; Buxton et al. 2007; Cook 2005; 
Charbonneau-Roberts, Young, and Egeland 2007; 
Hamilton et al. 2004; Kaler et al. 2006; Nakano et al. 
2005; Peressini et al. 2004, 382-382e; Peressini et al. 2004, 
101-110; Reading et al. 2005; Sharma et al. 2008
Description of participatory 
research
Bisset et al. 2004; Charbonneau-Roberts, Young, and 
Egeland 2007; George et al. 2007; Hamilton et al. 2004; 
Minore et al. 2004; Peressini et al. 2004, 382-382e; 
Peressini et al. 2004, 101-110; Skinner, Hanning, and 
Tsuji 2006; Sharma et al. 2008; Pylypchuk et al. 2008; 
Rosecrans et al. 2008
Research of direct benefit to the 
community
Bird et al. 2008; Bisset et al. 2004; Panagiotopoulos et al. 
2007; Reading et al. 2005 
Translation (of materials, 
translators made available)
Bird et al. 2008; Charbonneau-Roberts, Young, and 
Egeland 2007; Cook 2005; Egeland et al. 2008; Hotson, 
Macdonald, and Martin 2004; Kovesi et al. 2007; Kuhnlein 
et al. 2004; Nakano et al. 2005; Skinner, Hanning, and 
Tsuji 2006; Pylypchuk et al. 2008; Stone et al. 2006
Community consent obtained
Bird et al. 2008; Buxton et al. 2007; Charbonneau-Roberts, 
Young, and Egeland 2007; Christofides, Schauer, and 
Zlotkin 2005; Egeland et al. 2008; Hamilton et al. 2004; 
Hotson, Macdonald, and Martin 2004; Kaler et al. 2006; 
King et al. 2007; Kovesi et al. 2007; Kuhnlein et al. 
2004; Nakano et al. 2005; Peressini et al. 2004, 382-382e; 
Peressini et al. 2004; Pollex et al. 2006, 484-491; Pollex 
et al. 2006, 121-129; Receveur et al. 2008; Saksvig et al. 
2005; Thommasen et al. 2006; Thommasen and Zhang 
2006; Thommasen et al. 2005; Wardman et al. 2007
such as obtaining community consent (Christofides, Schauer, and Zlotkin 2005). 
More explicit attempts to incorporate an Aboriginal framework in their meth-
odology were evidenced by authors who described steps they took to obtain 
community input, use participatory research, undertake research of benefit to the 
community, and ensure translation of relevant materials. Examples of studies that 
incorporate these elements can be found in Table 10.1.
Some specific examples of attempts to incorporate culturally sensitive study 
methods are described here. Cook (2005), in a study that surveyed patients 
attending a clinic in a First Nations community health centre to explore their 
use of Mi’kmaq medicine, designed the questionnaire in consultation with a 
APR_Vol9.indb   147 08/10/10   3:37 PM
 
This is an excerpt from "Volume 9: Health and Well-Being" in the Aboriginal Policy Research Series, © Thompson Educational Publishing, Inc., 2013 
To order copies of this volume, visit www.thompsonbooks.com or call 1-877-366-2763.
148  /  Aboriginal Policy Reseach Volume IX
Mi’kmaq staff member, obtained study approval on behalf of the Band Chief of 
the community, and honoured the wishes of the community to remain anonymous 
(Cook 2005, 95–99). Kaler et al. (2006), who screened individuals in a single 
First Nation in Alberta for metabolic syndrome, cardiovascular risk, pre-diabe-
tes, and diabetes, obtained study and manuscript approval, and authorship from 
the Chief and Council of the First Nation studied (Kaler et al. 2006). Bird et al. 
(2008), in a study of those living with diabetes on Baffin Island, conducted the 
project in response to the request of a community member and had a community 
member conduct and interpret study interviews (Bird et al. 2008). Other examples 
include the work of Gallo et al. (2007), who made use of Aboriginal recruiters and 
conducted their study in partnership with the Akwesasne Mohawk Nation (Gallo, 
Schell, and Akwesasne Task Force on the Environment 2007), and Sharma et al. 
(2008), who developed a quantitative food frequency intake questionnaire with 
five First Nations fieldworkers, who they trained, and then pilot tested the ques-
tionnaire on First Nations subjects (Sharma et al. 2008). Wardman et al. (2007), 
derived their questions from those raised by the British Columbia First Nations 
Tobacco Control community coalition and others, pretested their survey on 
four Aboriginal health programmers, and used an Aboriginal research assistant, 
although they did not demonstrate any further efforts to incorporate community 
input (Wardman et al. 2007). Other examples that demonstrate an awareness of 
the need for a special approach with Aboriginal communities can be found in 
the reference list of this paper (Thommasen et al. 2006; Charbonneau-Roberts, 
Young, and Egeland 2007; Kovesi et al. 2007; Nakano et al. 2005; Leslie et al. 
2006; Iwasaki, Bartlett, and O’Neil 2004; Richmond 2007).
There were studies published in the selected years that demonstrate an incor-
poration of many of the elements outlined above. A review of the Diabetes Risk 
Evaluation and Microalbuminuria (DREAM) Studies project (the review that 
considers published and unpublished studies, and interviews with providers and 
participants) discusses the efforts researchers made to work under a structure that 
enables community ownership, control, access, and possession of the research, 
and to work within a collaborative, participatory research model (Pylypchuk et 
al. 2008; Tobe et al. 2006). Each project study team developed its research in 
response to a need identified by the community, and project results were fed into 
quality improvement in patient care, and the development of research expertise 
(Pylypchuk et al. 2008). Similarly, Macnab et al. (2005) describe their efforts 
to develop a truly collaborative, long-term research partnership with a remote 
First Nation’s community, which resulted in a 100% study enrollment (Macnab et 
al. 2005). These researchers began their work by having the community identify 
health-care priorities for development, and study results were of direct benefit to 
the community, which continued to work with this research group. High response 
rates were reflected in some other projects that made significant use of methods 
appropriate for Aboriginal communities, such as that reported by Kuhnlein et 
al. (2004), and Nakano et al. (2005), who achieved participation rates between 
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75 % and 90% while studying dietary intake in the Far North (Kuhnlein et al. 
2004; Nakano et al. 2005). Kuhnlein et al. attributed their response rate to study 
publicity, and encouragement from community leaders, who were in partnership 
with the researchers. The study by Nakano et al. was initiated by the community, 
which likely correlates with high response rates. 
Other examples of studies that incorporate many of the recommended elements 
include those by Minore et al. (2004), who attempted to reflect the ideal of partic-
ipatory research (Minore et al. 2004); Wardman et al. (2006), who consulted 
with community members at many points, provided training sessions to local 
contacts, and selected analyses through interactions with local research assistants 
(Wardman, Quantz, and Clement 2006); and George et al. (2007), who utilized 
local knowledge in a participatory action project that developed community-
specific fetal alcohol intervention programs (George et al. 2007).
The work by Loppie (2007) provides a detailed account of the steps she took 
to employ Indigenous principles in her research on Aboriginal women in Nova 
Scotia. This author describes the development of a research partnership, and the 
experiences she had in trying to incorporate Western science with Indigenous 
cultures. This author then goes on to describe the need for researcher flexibility, 
humility, and the process of prolonged community engagement (Loppie 2007).  
The work of Saksvig et al. (2005), describes the efforts these investigators 
made to develop a school-based diabetes prevention intervention in Sandy Lake 
that incorporated the learning styles of Indigenous peoples, including cooperative 
learning, with an emphasis on tradition and humour. The curriculum developed in 
the study made use of cultural traditions, and used storytelling as a way to introduce 
the main components of the lessons (Saksvig et al. 2005). Other examples of 
strong attempts to incorporate elements of the research methods described above 
can be found in the reference list of this paper (Bird et al. 2008, 17–21; Reading et 
al. 2005; Macnab et al. 2005; Buxton et al. 2007; Hamilton et al. 2004; Peressini 
et al. 2004, 382-382e; Peressini et al. 2004, 101-110; Panagiotopoulos et al. 2007; 
Stone et al. 2006; King et al. 2007; Smith et al. 2006; Wardman, Clement, and 
Quantz 2005) .
Several studies described uneven attempts to incorporate research methods 
sensitive to Aboriginal peoples. Examples of these include studies by Christo-
fides et al. (2005), Taylor et al. (2007), and Receveur et al. (2008). The study 
by Christofides et al. (2005) is described as a researcher-initiated prevalence 
study of iron deficiency anemia that did obtain approval from the communi-
ties and hospitals involved, yet the study questionnaire was based on informa-
tion from Health Canada documents on Aboriginal foods and nutrition, validated 
by community nurses and fieldworkers, not community members. This study 
reported a 19% refusal rate (Christofides, Schauer, and Zlotkin 2005). Taylor et al. 
(2007) did not report obtaining community input, or the use of research methods 
specific to Aboriginal communities, beyond the presentation of study findings to 
the community, and used a previously validated (on off-reserve children) food 
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frequency questionnaire that had been pilot tested on Mi’kmaq children. This study 
obtained a response rate of 50% (Taylor et al. 2007). Receveur et al. (2008), in a 
study collecting dietary and anthropometric data, did obtain study approval by the 
Kahnawake Community Advisory Board, and presented results to the community. 
However, although reference is made to the Kahnawake School Diabetes Preven-
tion Project (of which this study is a part), no other culturally sensitive research 
methods were described in the methods of this article (Receveur et al. 2008). 
Among these studies, the themes of community data possession, intellectual 
property rights, and the use of traditional knowledge in the research agreement or 
ongoing explanation of aspects of the research were not usually described.  
Thirteen of the studies were conducted in British Columbia, and nine were 
conducted in Ontario. A number of studies were conducted in multiple provinces, 
or in unidentified communities, with the rest split across the rest of the provinces, 
and the North. Table 10.2 shows the location of studies. 
Thirty-six of the studies were initiated by the researcher, and the rest were 
community initiated, or a joint project between the researcher and community. 
Although ethics review from an external academic institution was almost 
always completed, in many cases, community consent was obtained. Translation 
was frequently offered to respondents in the form of a bilingual interviewer, a 
local interviewer, or by ensuring that an interpreter was available when needed. 
This information is contained in Table 10.1.
In terms of subject area, these studies commonly dealt with factors around 
diabetes (such as screening programs, its precursors, and issues around having the 
disease), the provision or utilization of health care, alcohol and tobacco (cessation 
and use), air quality and diet, and physical activity and weight. 
While studies using questionnaires without community input, or those that 
made no (or limited) mention of methods specific for Aboriginal communities 
were uncommon, those that did use this approach often showed low response 
rates (Daniel et al. 2004; Sin et al. 2004; Christofides, Schauer, and Zlotkin 2005; 
Taylor et al. 2007; Valera, Dewailly, and Poirier 2008; Virani et al. 2006). For 
example, Taylor et al. (2007), in studying the nutritional concerns of on-reserve 
Aboriginal children in Prince Edward Island did not report the use of Aboriginal 
research principles, and reported a response rate of approximately 50%. These 
authors did, however, conduct a workshop with community members to discuss 
study findings and future interventions (Taylor et al. 2007). Virani (2006), in a 
screening project for diabetes complications, reported a follow-up rate of 26% 
of those who completed an initial assessment (which included a questionnaire 
with a response rate of 64%), 21% of whom completed the follow-up question-
naire (Virani et al. 2006). Although this study is part of an ongoing Alberta First 
Nations/Health Canada/University of Alberta initiative that provided transla-
tion when needed and staffed the project with First Nations or those trained for 
the community, in this study, no special steps were described in questionnaire 
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Table 10.2: Geographic Location of Studies
Location Study
British Columbia
Barton, Anderson, and Thommasen 2005; Buxton et al. 2007; 
Daniel et al. 2004; Macnab et al. 2008; Macnab et al. 2005; 
Panagiotopoulos et al. 2007; Reading et al. 2005; Smith et al. 2006; 
Thommasen et al. 2006; Thommasen and Zhang 2006; Thommasen 
et al. 2005; Wardman, Quantz, and Clement 2006; Wardman, 
Clement, and Quantz 2005
Ontario
Minore et al. 2004; Saksvig et al. 2005; Sharma et al. 2008; 
Skinner, Hanning, and Tsuji 2006; Pollex et al. 2006, 484–491, 
Pollex et al. 2006, 121–129; Peressini et al. 2004, 382–382e, 
Peressini et al. 2004, 101–110; Rosecrans et al. 2008
Multiple provinces, 
unidentified communities
Christofides, Schauer, and Zlotkin 2005; Cook 2005; Crosato, 
Ward-Griffin, and Liepert 2007; Gallo, Schell, and Akwesasne Task 
Force on the Environment 2007; George et al. 2007; King et al. 
2007; Masotti et al. 2006; Stone et al. 2006; Wardman et al. 2007; 
Richmond 2007
Rest of provinces and 
North
Bird et al. 2008; Bisset et al. 2004; Charbonneau-Roberts, Young, 
and Egeland 2007; Egeland et al. 2008; Hamilton et al. 2004; 
Hotson, Macdonald, and Martin 2004; Kaler et al. 2006; Kovesi 
et al. 2007; Kuhnlein et al. 2004; Leslie et al. 2006; Loppie 2007; 
Nakano et al. 2005a; Nakano et al. 2005b; Pylypchuk et al. 2008; 
Receveur et al. 2008; Sin et al. 2004; Taylor et al. 2007; Tobe et al. 
2006; Valera, Dewailly, and Poirier 2008; Virani et al. 2006
development that engaged Aboriginal peoples. In contrast, some authors noted 
that when community members were hired and participation was encouraged 
among community members, response rates were higher (Peressini et al. 2004). 
King et al. (2007) echoed this finding in a study using mixed recruitment methods, 
wherein the most successful recruitment strategy was in a community where the 
trust of the community had been gained prior to recruitment (King et al. 2007). 
These results provide evidence that culturally appropriate research methods may 
increase participation rates in Aboriginal communities.
Incorporating research methods appropriate to Aboriginal communities did not 
however, necessarily lead to high response rates. Despite the use of participatory 
action research methodology and consultation with the Band Council, local health-
care providers and community members, in two papers, Thommasen et al. (2006) 
obtained response rates of 38% and 39% (Thommasen et al. 2006; Thommasen 
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and Zhang 2006). One of these studies, which examined drinking habits, noted 
that the response rate is typically lower in studies of this type (quantitative mail-in 
surveys) (Thommasen et al. 2006). Another study by Charbonneau-Roberts et al. 
(2007) only recruited 7.2% of eligible participants in the selected community; 
however, recruitment was through radio announcements, pamphlets, and infor-
mation sessions (Charbonneau-Roberts, Young, and Egeland 2007). Wardman 
(2006), in a study of HIV testing and risk behaviours, reported that community 
representatives were reluctant to include questions of HIV status in light of confi-
dentiality concerns (Wardman, Quantz, and Clement 2006). Factors that influence 
recruitment and participation were therefore more complex and further research 
is needed to identify effective recruitment strategies and culturally appropriate 
methods of data collection.
Although qualitative approaches provided rich data in some cases, authors 
frequently described limited applicability of their study results to other communi-
ties as a limitation of their studies (Buxton et al. 2007; Hotson, Macdonald, and 
Martin 2004; King et al. 2007; Iwasaki, Bartlett, and O’Neil 2004; Wardman, 
Quantz, and Clement 2006). The work of Bisset et al. (2004) concludes with a 
quotation from an elder indicating that the results of their study can be used as a 
guideline for other communities, who must use the knowledge to guide their own 
work (Bisset et al. 2004).
Lessons Learned 
In reviewing the current literature conducted in these communities, a number of 
important lessons were learned:  
1. Following culturally sensitive research methods with 
Aboriginal peoples can improve response rates.
Although these principles are not easily practiced, in some cases, their use results 
in interest, buy-in, high response, and retention rates, and increased effective-
ness and efficiency of research (Peressini et al. 2004; Smylie et al. 2004). Some 
studies that made the effort to adapt questionnaires to the context reported impres-
sive response rates (Wardman et al. 2007), or response rates higher than expected 
(Thommasen et al. 2006). The need to better link health research with the lives 
of the individual and community could apply to all research studies and other 
research contexts (Smylie et al. 2004). 
2. Those who wish to conduct research with Aboriginal peoples 
should have the long view and broader implications in mind.
Conducting research on health with Aboriginal peoples has become a very 
complex task, requiring special knowledge and training in Aboriginal health, 
participatory research, and research ethics (Maar, Sutherland, and McGregor 
2004). The historical context has had a profound impact on what is an acceptable 
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approach to Aboriginal community research and the ethics of Aboriginal research 
(Maar, Sutherland, and McGregor 2004).
Those citations expressing the most positive experiences, including requests 
from the community for further research and very high response rates, did make 
great efforts to establish groundwork supportive of continued work with these 
communities. The work of Macnab et al. (2005) best illustrates this, wherein their 
work became a starting point for ongoing work requested by the community. 
These authors described a “road map” of collective partnership that could be used 
in studies that address common health problems in Aboriginal children (Macnab 
et al. 2005). The work of Loppie (2007) is also instructive, and outlines the steps 
she took to establish trust, including socializing with participants before and after 
focus groups and tailoring her research approach to what was preferred by partici-
pants (Loppie 2007).
3. Researchers who aim to include Aboriginal peoples in a 
study should undertake preparatory work to learn about the 
community, along with its history and culture, before starting 
the study.  
Researchers must understand that their world view is distinct and at times may 
even be in opposition to that of Aboriginal individuals and communities. This 
necessity is well described in the study by Bisset et al. (2004), who reported 
community shame and guilt around diabetes. These authors mention that is it 
important to understand how ready a community is to accept new information 
about a familiar problem (Bisset et al. 2004). Researchers need to get to know the 
communities they will be working with, which affirms the use of planning for a 
long-term relationship.
4. Aboriginal communities need to know about quantitative 
studies, and to develop guidelines for researchers in their 
conduct.
There is a need to expand on Aboriginal health research in Canada and to develop 
innovative ways of doing this. Much of the recent health research conducted in 
these communities that made use of methods appropriate to Aboriginal communi-
ties was done on only a small scale. Quantitative data have merit and can provide 
information that helps leaders and policy-makers make informed decisions. There 
is an opportunity here to develop unique methodologies that bridge research gaps 
(Smylie et al. 2004). 
Culturally competent research approaches have been successfully applied, 
particularly in individual communities for qualitative studies, whereas there have 
been more challenges in applying such methods to quantitative and anthropomet-
ric data collection. It has been suggested that a combination of quantitative and 
qualitative information provides a holistic picture of the research context (Kenny 
2004). Some of the projects reviewed have achieved success in a mixed-methods 
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approach (Reading et al. 2005; Minore et al. 2004). While it may not always be 
possible to incorporate all of the approaches considered appropriate to Aboriginal 
communities, it is important that their intent be understood, even if it is not always 
possible for them to be fully applied.
5. Appropriate research methods in Aboriginal communities 
present challenges to researchers, who must plan for known 
challenges from the conception of the study forward.
Some of those researchers who attempted to conduct studies with Aborigi-
nal communities experienced challenges in their execution. Issues of shifting 
timelines, difficulties in obtaining a representative sample (transient/seasonal 
population) and in meeting funding deadlines, and high turnover of community 
staff were all described (Kaler et al. 2006; Minore et al. 2004). CIHR has noted 
that researchers should make no assumptions and determine who has the authority 
in a community on a case-by-case basis as a joint responsibility between the 
community and researcher (Canadian Institutes of Health Research 2007). Recent 
work by Maar and colleagues (2009) suggests that Aboriginal communities would 
prefer researchers to be strategic in ways that prevent the duplication of research, 
and avoid repeated requests to communities to participate in similar research 
studies (Maar, Lightfoot, et al. 2009)
6. These principles are applicable to studies of other 
marginalized groups, and to the wider research context.
To some extent, the principles outlined here might be adapted to the wider health 
research context, where new privacy laws have limited researchers’ access to 
health data. Recent restrictions on access to cancer data, for example, have left 
researchers in a position of needing to develop a relationship with their partic-
ipants, acknowledge the personal nature of much of the information in health 
records, and treat this information with great privacy and reverence. In order to 
obtain and retain the participation of research participants, researchers might 
consider adopting a greater focus on qualitative research methods that involve 
participatory action. They might also attempt to attract research participants by 
directly engaging them in their communities, such as by offering employment 
to members of the target community, and by making a greater effort to develop 
research of direct benefit to individuals and their communities.
7. Funding agencies need to appreciate the intricacies of 
research with Aboriginal peoples when these guidelines are 
followed.
While the Canadian Institutes of Health Research (CIHR) has released guidelines 
for health research involving Aboriginal peoples, to be assumed by researchers 
funded by CIHR (Canadian Institutes of Health Research 2007), and in some 
cases (e.g., the Northwest Territories’ Scientists Act) legislatures have enacted 
APR_Vol9.indb   154 08/10/10   3:37 PM
 
This is an excerpt from "Volume 9: Health and Well-Being" in the Aboriginal Policy Research Series, © Thompson Educational Publishing, Inc., 2013 
To order copies of this volume, visit www.thompsonbooks.com or call 1-877-366-2763.
10 /  Issues in Recruitment and Retention of Aboriginal Health Research Participants/  155
research requirements for work with Aboriginal peoples (Canadian Institutes of 
Health Research 2007), this trend needs to continue so that large-scale studies can 
be carried out that incorporate culturally specific research principles with Aborigi-
nal people, and are supported by the agencies that fund them.
8. Research methods need to be developed for the off-reserve 
population.
Although historically most research was conducted in a rural/reserve setting, 
the off-reserve and urban Aboriginal peoples also have health-related inequities 
on which research is warranted. It has been suggested that there are significant 
gaps in how health-care providers have been trained in relation to, and in their 
knowledge of, how to best serve urban Aboriginal patients (Levin and Herbert 
2004). Therefore, there is a need for health research on the off-reserve and urban 
populations, and for the development of health research methods unique to these 
people (Bartlett et al. 2007).
Conclusion 
Research approaches specific to Aboriginal peoples have become more clearly 
developed and better known, though their use is not universally applied. We 
can only speculate as to why this is the case. Issues of cost and timeliness are 
likely considerations, but more importantly, the traditional scientific education 
of researchers has not generally included training in cross-cultural collabora-
tion. Researchers must acknowledge, explore, and resolve differences in world 
views and values that might exist between them and participating communities 
(Lightfoot et al. 2008). The recent development of ethical guidelines, such as 
those adopted by CIHR and other agencies, underscores the importance of this 
approach now and in the future.
We examined the broad methodological patterns in recently published litera-
ture related to Aboriginal health research over a defined period of time, as found 
in PubMed. Our findings show that authors who have published in peer-reviewed 
journals over the past five years have generally taken steps to incorporate elements 
of appropriate research methods, and that those who have used this approach have 
often achieved higher levels of participation. As has been reported, in order to 
conduct respectful research in Aboriginal communities, extra time, money, and 
cross-cultural training are needed on the part of researchers, who continue to 
be pressured to complete their work on time, publish, and help their students 
graduate (Schnarch 2004). 
While researchers are challenged to work collaboratively with Aboriginal 
communities, at the same time, Aboriginal communities are challenged to build 
local research capacity to monitor and improve community health (Masotti et al. 
2006). Respectful collaboration and blending of the knowledge of both research-
ers and communities appears promising. However, challenges remain; it is often 
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unclear how to best incorporate these principles, particularly in large-scale and 
quantitative studies.
This review has demonstrated that there have been many promising research 
developments, and attempts by researchers to incorporate some or most of these 
principles into their research projects. It is now clear that in order to enhance the 
relevance, quality, and impact of their findings, investigators must plan ahead and 
incorporate these principles and methods into the design and conduct of health 
research.  
There is a need to dramatically expand the scope of Aboriginal research in 
Canada, and to develop new research frameworks, protocols, and dissemination 
activities in collaboration with Aboriginal peoples. There is important work to 
be done to address the health-related disparities suffered by Aboriginal peoples 
in Canada, and for this to succeed, there is an urgent need for solid research that 
applies the principles reviewed. 
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Endnotes
 1 The authors acknowledge that the word “Aboriginal” has limitations. It is used here to refer to 
all of Canada’s Indigenous peoples, including on-reserve and off-reserve peoples, plus Inuit and 
Métis.
 2 It is important to note that each study is unique; there are differences in the extent to which all 
elements of the guidelines can be applied, which is related to the type of study and community. 
For example, some communities may choose not to be involved in the level of detail implied by 
the full set of guidelines, or may find some topics or results (e.g., quantitative and anthropometric 
measures) to be less relevant to the community.
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